Background: Families with young children often struggle to talk about and cope with a parent's life-threatening illness and potential death. Adult interdisciplinary palliative medicine teams often feel unprepared to facilitate the open communication with these children that has been shown to reduce anxiety, depression, and other behavioral problems. In pediatric settings, child life specialists routinely provide this support to hospitalized children as well as their siblings and parents. Although these services are the standard of care in pediatrics, no research reports their use in the care of children of adults with serious illness. Objective: Our aim is to describe a pilot child life consultation service for the children of seriously ill adult inpatients. Design: We summarize the support needs of these children, their families, and the medical staff caring for them and report our experience with developing a child life consultation service to meet these needs. Setting/Subjects: Our service assists seriously ill adult inpatients and their families in a university medical center. Results: Informal feedback from families and staff was uniformly positive. During consultations, family and child coping mechanisms were assessed and supported. Interventions were chosen to enhance the children's processing and self-expression and to facilitate family communication. Conclusion: All hospitals should consider providing broad-based in-service training enabling their staff to improve the support they offer to the children of seriously ill parents. Medical centers with access to child life services should consider developing a child life consultation service to further enhance this support. More research is needed to evaluate both the short-and long-term clinical impact of these interventions.
Introduction
Background O ne of the most common concerns of seriously ill parents is the welfare of their children. [1] [2] [3] Twenty-five percent of oncology patients have under-age children at home. 4 In the United States, between 3.5% and 5% of children under age 18 will experience the death of a parent. 5, 6 Millions of parents are therefore struggling with the challenge of raising their children even as they struggle with their own or a partner's serious illness. 3, 7 Although hospitalized adult patients with serious illness increasingly have access to palliative medicine services, the children of these patients frequently do not. Various ad hoc strategies may be used by palliative medicine interdisciplinary teams to support these children and their parents, but team members rarely have specific training to work with children. [8] [9] [10] [11] [12] In pediatric settings, by contrast, child life specialists routinely fill this support role, mediating and facilitating communication with children to help them and their parents cope with serious illness. 13 In this paper we review the needs of patients as parents, the emotional responses of children to a parent's serious illness, and the challenges experienced by the staff caring for both. We then review the role of the child life specialist and describe our 3-year experience developing a novel child life consultation service to extend these services to the children of seriously ill adult patients.
Patients' needs
AA's wife struggled to explain her husband's deteriorating condition to her children. She was also at a loss as to how to support each of them given their different ages and temperaments. Prior to the arrival of her children, a child life specialist met with her to discuss these issues.
A parent's terminal stage of an illness exposes children to significant levels of stress, such as disruption of routine, change in discipline levels, and change in the level of support a parent can offer. 4 Unfortunately, there are limited resources available within most health care settings to support families during this tumultuous time. [4] [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] Additionally, in many inpatient and intensive care settings, visits by children are restricted, prohibited, or discouraged by institutional rules or due to staff concerns, creating further barriers to time together as a family. [17] [18] [19] [20] [21] [22] [23] Seriously ill patients may struggle to maintain their role as parents. 24 Meanwhile, nonill partners often take on responsibilities previously handled by the patient even as they struggle to support their family and cope with their own emotional response. 20, [25] [26] [27] Patients are often uncertain how to discuss their illness with their children, not knowing what words to use, how to discuss treatment and side effects, or how to explain the possibility of death. [28] [29] [30] [31] All of these factors add significant stress to an already difficult situation.
Children's needs
When the children arrived, informal assessment confirmed each child's developmental level as well as immediate coping style. With support from the child life specialist, AA's wife was able to introduce the idea that AA's body was getting tired, that his heart and lungs were slowing, and that it was likely that he would die in the next few days. This was the first time the children had formally heard of his impending death. Anticipatory grief was cyclical. Breaks and stories were interspersed with emotional processing and anguish. Children were encouraged to think about what they would like to do with, or say to, their father prior to his death.
For the children of patients facing terminal illness, the practical and emotional changes are profound. As family unity and communication are disrupted, children may experience confusion and anxiety, and require more emotional support. [32] [33] [34] Up to 25% of children will experience lowered and/or anxious mood, sleep problems, poor concentration, or difficulties at school. 35 Most children respond to the stress of illness in the family with developmental regression. [36] [37] School-age, pre-adolescent, and adolescent children whose parents are in terminal stages of illness display significantly higher levels of depression and anxiety than community controls. [38] [39] [40] [41] [42] [43] [44] Children (notably adolescent girls) whose parents are ill are more likely to exhibit both short-and longterm emotional and psychological problems such as adjustment disorder, decreased self-esteem, and an increased risk of other emotional disturbances. [45] [46] [47] [48] [49] [50] [51] [52] Better psychological outcomes, such as lower levels of depressive symptoms and anxiety for the children, have been associated with openness of general communication with the surviving parent and sharing of information about the other parent's death. 39, 40 Similar results have been shown in siblings of sick children. [41] [42] [43] Children's anxiety is lessened in the long term when the truth about treatment and prognosis is disclosed. 25, [53] [54] [55] [56] [57] Finally, much of the emotional distress experienced by the children precedes a parent's death, 39 suggesting a need for support services before an anticipated death.
Staff needs
The staff caring for seriously ill adult patients may not feel prepared to discuss the support needs of those patients' children. Providers are frequently asked how best to communicate with children during a parent's terminal illness; yet, they may avoid discussions because they fear they will distress the patient or they are reluctant to engage with the children. [54] [55] [56] [57] [58] [59] [60] [61] [62] [63] [64] Although they often have training in and experience with breaking bad news to adult patients, staff usually lack this training and experience in dealing with children. 65, 66 Many professionals from the fields of health care, education, and social work do not feel equipped to facilitate conversations about the illness and death of a parent within families, putting vulnerable children at risk of inadequate support. 61, [67] [68] [69] Several papers, primarily in the nursing and social work literature, bring attention to this gap and offer resources to close it. 10, 18, 27, 30, 70, 71 Recommended interventions focus on educating staff (teaching developmental theory and child communication skills, focusing on the child in the context of the family), educating families (providing written and multimedia information to parents and children, encouraging role play, recommending contact with schools and therapists), and changing the environment (liberalizing ICU visitation, creating safe play spaces for children, reducing unneeded medical equipment). None of these interventions has yet been systematized or tested with staff in the adult medical context. In the pediatric context, however, these techniques and principles fall under the purview of the child life specialist.
Child Life Services in Adult Palliative Medicine
What are child life services?
The child life specialist is a master's degree-prepared health professional who provides developmentally driven psychosocial assessments and interventions to pediatric patients, their parents, and their healthy siblings. These interventions promote effective coping through play, preparation, education, and self-expression activities. [72] [73] [74] Child life specialists also facilitate communication among the patient, family members, and the health care team as well as within the family itself. Child life programs have existed for more than 50 years and are considered by the American Academy of Pediatrics to be ''a quality benchmark of an integrated child health delivery system and an indicator of excellence in 2 SUTTER AND REID pediatric care.'' 75 In hospitalized children, these interventions have been shown to decrease emotional distress, improve coping effectiveness, promote comfort, reduce sympathetic activation, improve understanding of hospitalization and procedures, speed surgical recovery, and facilitate overall adjustment both during and for at least a month after a hospital stay as measured both directly and by parents. [76] [77] [78] The anxiety and depression symptoms experienced by siblings of hospitalized children are also reduced while medical knowledge and health-related quality of life are improved. 43, 73, 79 For parents of hospitalized children, these interventions have been shown to decrease anxiety and increase participation in care. 76 The support of child life services differs from that of psychology and social work in that the primary focus is acute coping with hospitalization and illness issues based on the child's developmental level rather than the longer-term model used by psychology or the resource-based model sometimes favored by social work. The child life model is short term, aiming to increase a child's understanding of the situation and assist him or her with immediate coping mechanisms-aspects that make it ideal for dealing with the acute trauma of a parent's rapid decline. Child life specialists are active members of many pediatric and neonatal palliative medicine teams 13, [80] [81] [82] [83] but have so far been rarely utilized within adult palliative medicine.
The following day, the children returned for one more visit prior to the withdrawal of life-sustaining interventions from their father. The children were offered the choice of visiting, and final tasks they hoped to achieve were discussed. Each child was allowed time at AA's bedside. The oldest son preferred to visit his father's bedside, choosing to talk to his comatose father and share his sense of guilt for not preventing the accident. The middle daughter also had time alone with her father, reading a letter she had laboriously worked on the night before sharing her love and admiration of her father and listing the emotional gifts he had given her. The youngest child struggled, using denial and refusing to initiate closure with his father.
The role of child life services in adult palliative medicine
At the University of California, San Francisco (UCSF) Medical Center since 2007, the palliative care service and other teams have offered the support of a child life specialist to families of patients with life-threatening illnesses who have children under the age of 18. In the context of adult palliative medicine, referrals to child life focused on issues of communication between parents and children, changes in parent's health and prognosis, and support both before and during hospital and end-of-life visits. Interventions were either directly with the children or indirectly with the parents/caregiver/staff. If the patient was discharged prior to a visit, the specialist offered phone support.
Referrals to child life services were often helpful after milestone events in patient care such as difficulty explaining prognosis to a child, an abrupt decline in physical health, a relapse, a change in treatment plan, or a child's visit with a parent who is dying. Referrals were also made when a patient reported poor coping by the children at home or had specific questions about emotional support, legacy work, or how to talk with their children.
Assessment and interventions provided by child life services
Interventions with the children of adult patients varied depending on the child's developmental level and coping style. For children of all ages, overall needs were assessed by talking with the patient, the partner/spouse of the patient, and/or the health care team to determine what the children had already heard and how they had responded to the information. Previous coping style was discussed as well as previous experiences with illness, injury, or loss.
Based on their goals, the family then chose one or more support options. Given the stress they were experiencing around the patient's illness, the family's pre-morbid communication style was supported and not challenged. The ultimate goal of each intervention was to facilitate the use of pre-illness coping and communication methods.
If the children were present in the hospital, the child life specialist met directly with them away from the patient's bedside. Using art materials, books, and props such as dolls and puppets, informal assessments of each child's anticipated stress points, misunderstandings, questions, and unresolved feelings were assessed with the pertinent issues then communicated to the parent. [84] [85] [86] Additionally, the child life specialist helped each child and family to prepare for and structure visits, providing information and using activities designed to enrich understanding, promote coping, and decrease stress. 72 This preparation might include a review of the medical equipment the child would see on the parent or specific behaviors and roles the child could use during a visit (e.g., touching a hand, giving a hug, the role of hair brusher or storyteller) to reduce the child's stress and encourage connection with the ill parent. 16, [84] [85] [86] [87] [88] These interventions worked equally well for emotionally laden visits involving rapid change in the physical state of the parent or for preparatory visits when the parent was able to engage and participate. Coping techniques were rehearsed to allow the child a sense of control and to decrease fear about the visit.
(Additional resources to support these families are provided in Appendices 1 and 2.)
Time and other barriers to providing child life services
The time required for a consult visit varied depending on the emotional needs of the patient. Shorter interventions (approximately 30 minutes) took place when the patient and family members had very specific requests, such as how to tell the children that the parent's cancer had returned. Other interventions required multiple visits, and the most complex interventions required many hours, such as when the children were supported through the withdrawal of life-sustaining interventions or witnessed the death of their parent in the hospital.
Patient and family factors may impede the use of child life specialists in the adult palliative medicine setting. In our experience, referrals to meet a family were often generated during psychologically charged moments in the patient's care such as a relapse, a change in care plan, or the choice to withdraw life-sustaining interventions. Adults in the family may not be emotionally ready to focus on or discuss the needs of their children at the time that the intervention is offered.
CHILD LIFE IN ADULT PALLIATIVE MEDICINE
Finally, as in other areas of medicine, differing cultural norms may prove challenging when supporting the children of seriously ill patients. These cultural factors include ethnicity, national origin, family structure, faith, parenting style, generational differences, and socio-economic status.
Workplace barriers to implementing this type of service may include difficulty incorporating child life services into previously existing programs, difficulty accessing child life services in hospitals without pediatric programs (see below), scarcity of funding, resistance to a new role within the team, or administrative pressure to incorporate psychosocial support of the children of patients into the roles of existing team members. Despite some of these same barriers, child life consultation services have been successfully incorporated into the palliative medicine program at UCSF with uniformly positive feedback from staff and families.
Providing additional support
In medical centers that do not serve children there may be limited or no access to child life services. Even when child life specialists are available, they are unlikely to be the first line of contact for every family. Cross-training of other staff (e.g., physicians, unit nurses, and social workers) and attention to environmental factors therefore remains critical. Where child life specialists are available, they may be able to help provide this training and advice. As with other palliative medicine services, we believe that child life consultations are best used to provide an extra layer of support to families and staff.
Future Directions
Although the value of child life services is already well documented in inpatient pediatric settings, the novelty of this service in adult inpatient medicine means that clinical outcomes for this group have not yet been studied. For the affected children, important endpoints for investigation might include immediate and long-term measures of coping, anxiety, grief, and other psychiatric dysfunction (e.g., depression, behavioral disorders), especially in those who witness the death of their parent. For both seriously ill parents and their partners/families, it might additionally be helpful to document rates of complicated grief as well as satisfaction with their hospital experience and fulfillment in their parental role. Given the relative scarcity of child life programs in adult settings, it is also important to compare the effectiveness of child life specialist consultation with structured, developmentally based training of unit staff and/or other palliative medicine team members.
Conclusion
For millions of seriously ill parents, the health and welfare of their children is a top concern. Although they are often asked for help, practitioners trained in adult medicine may not feel prepared to support these children and their families. Our 3-year experience suggests that a child life specialist consultation service can bridge this gap. Using proven techniques to improve coping, processing, and self-expression in a developmentally appropriate manner, child life specialists help to facilitate the open communication that has been proven to reduce children's anxiety, depression, and other behavioral problems. For medical centers with access to child life services, it may be beneficial to explore the creation of a child life consultation service to support these children and their families. All hospitals should consider providing broadbased in-service training enabling their staff to improve the support they offer to the children of seriously ill parents.
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